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Language and lifestyle changes experienced following the onset of aphasia extend beyond the individual to impact family 
members of persons with aphasia. Research exploring the meaning of living successfully with aphasia has explored the 
perspectives of individuals with aphasia and speech-language pathologists. Family members’ views of living successfully 
with aphasia may also contribute valuable insights into positive adaptive processes and factors that may infl uence 
clinical interventions and community-based services for individuals with aphasia and their families. Purpose: To explore, 
from the perspectives of family members of individuals with aphasia, the meaning of living successfully with aphasia. 
Method: Twenty-four family members (nominated by individuals with aphasia) participated in semistructured in-depth 
interviews about living successfully with aphasia. Interviews were transcribed verbatim and analyzed using interpretative 
phenomenological analysis to identify themes relating to the meaning of living successfully with aphasia. Results: Seven 
themes were identifi ed from analysis of family member participant transcripts: getting involved in life, support for the 
person with aphasia, communication, family members’ own needs, putting life in perspective, focusing on and celebrating 
strengths and improvements, and experiences with services. Conclusion: Findings provide evidence to support previous 
research indicating that aphasia affects the whole family and not just an individual. The inclusion of family members as part 
of the rehabilitation team is indicated. Family members’ needs and priorities must be considered in conceptualizing living 
successfully with aphasia to ensure family members are included in intervention programs. Key words: aphasia, family, 
phenomenological research, qualitative studies
positive adaptive factors and processes rather 
than emphasizing factors associated with poor 
outcomes and predictors of reduced quality of life. 
The focus of this study is an exploration of the 
concept from the viewpoint of family members of 
individuals with aphasia.
Previous research on the topic of living 
successfully with aphasia has incorporated the 
perspectives of individuals with aphasia and 
speech-language pathologists. Qualitative research 
based on interviews and written accounts of 
individuals with aphasia has provided evidence 
highlighting a wide range of areas of importance 
for living successfully with aphasia. These include 
the importance of meaningful activities,8,9 social 
relationships and support,6,8–11 striving for a positive 
The onset of aphasia following stroke and the subsequent changes in communication and social interaction represent a life-
changing experience for many individuals. 
Because communication plays a central role in 
relationships, the impact of aphasia extends 
beyond the individual to also affect family 
members and friends. Research has shown that 
the effects of aphasia on family members, and 
in particular spouses, can include depression,1 
changes in the marital relationship,2–4 restrictions 
on family members’ own activities and social 
relationships,1,4,5 heightened responsibilities,2,5 
and diffi culties communicating with their relation 
with aphasia.2,5
Although the negative impacts of aphasia on 
both individuals and their families have been 
well documented, recent research focusing 
on more positive outcomes has explored the 
concept of living successfully with aphasia.6–11 
This program of research has aimed to inform 
clinical interventions by identifying and exploring 
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Because aphasia can have widespread effects on 
spouses and other close relatives of individuals 
with aphasia, family members have also been 
acknowledged as an important part of the 
rehabilitation process. Many authors have 
called for increased family involvement in 
rehabilitation17,18 and suggested that aphasia 
should be addressed as a family problem.19,20 
Family members themselves have also expressed 
a desire to be included as key members of the 
rehabilitation team.17,18,20 Prospective conceptual 
defi nitions of living successfully with aphasia 
must, therefore, recognize and address family 
members’ needs and priorities, alongside those of 
the individual with aphasia.
Previous research has identifi ed a wide variety of 
needs of family members of individuals with aphasia. 
These included needs for information,2,17,18,21,22 
an effective means of communication with the 
individual with aphasia,2,18,22 better relationships 
with their own family and friends,2,18,22 support 
for themselves,2,18,21,22 and respite.2,18,21,22 Research 
exploring family members’ goals for rehabilitation 
has provided additional evidence of the impact of 
aphasia on family members’ lives and highlighted 
the need for clinicians to emphasize hope and 
positivity in the rehabilitation process.20 These 
studies have provided an overview of family 
members’ rehabilitation requirements, highlighting 
gaps in current service provision. Elicitation of 
family members’ views on the meaning of living 
successfully with aphasia will add to this literature by 
focusing on the identifi cation of positive factors and 
processes that can be used to inform clinical services.
The aim of this study was, therefore, to explore 
the meaning of living successfully with aphasia 
from the perspectives of family members of 
individuals with aphasia.
Method
This study formed part of a larger doctoral 
research study that explored the meaning of living 
successfully with aphasia from 3 stakeholder 
groups: individuals with aphasia, speech-language 
pathologists, and family members. This study 
reports data from the group of family members of 
individuals with aphasia. Complementary studies 
reporting the data from the group of participants 
outlook or way of living,8,9 independence,6,8–11 
and communication.8 The concept has also 
been developed further by Brown et al7 through 
qualitative interviews with 25 speech-language 
pathologists. Participation and community 
engagement, communication, meaningful 
relationships, independence, acceptance and 
embracement of aphasia, happiness, and purpose 
or meaningfulness all emerged as components of 
living successfully with aphasia based on analysis 
of speech-language pathologist participant 
transcripts.
Inclusion of the perspectives of individuals 
with aphasia and speech-language pathologists 
encourages clinicians to refl ect on how their 
values align with those of their clients in working 
toward the goal of living successfully with aphasia. 
An increasing emphasis on client-centered care 
in health care settings12,13 provides support for 
clinicians working in partnership with clients 
with aphasia to address themes related to living 
successfully with aphasia in the context of the 
personal priorities of the individual. However, 
family members may also have valuable insights 
that enable further development of the concept of 
living successfully with aphasia.
Both individuals with aphasia and speech-
language pathologists have highlighted the 
important role family members play in facilitating 
individuals with aphasia to live successfully. 
Meaningful relationships and support and 
acceptance from family members were identifi ed 
by both these groups as core components of 
living successfully with aphasia.6,8–11 Hilari and 
Northcott14 in a survey of 83 individuals with 
aphasia found that social support, in the form of 
social companionship and informational support, 
was signifi cantly correlated with health-related 
quality of life following the onset of aphasia. An 
emphasis on the role of support is consistent 
with stroke literature, which has identifi ed links 
between level of social support and depression15 
and functional outcomes.16 These fi ndings suggest 
family members may be valuable stakeholders in 
providing additional insights into components 
of living successfully with aphasia and in 
further elucidating their own role in facilitating 
achievement of this goal through support for 
persons with aphasia.
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Nine male family members and 15 females took 
part in the study, with the majority of participants 
being the spouse of a person with aphasia. The 
individuals with aphasia who nominated the 
participating family members were recruited 
using maximum variation sampling to maximize 
diversity across a number of key variables for 
the qualitative sample.23 Variation for individuals 
with aphasia was sought across age, gender, time 
post onset of aphasia, severity of aphasia (as 
assessed using the Western Aphasia Battery),24 
living situation (alone or with other people), and 
socioeconomic status (based on combined annual 
income). All individuals with aphasia were 2 years 
or more poststroke. Characteristics of the family 
member participants and the individuals with 
aphasia who nominated them are presented in 
Table 1. Characteristics of the 2 individuals with 
aphasia whose chosen family members declined 
to participate are not included. For more detailed 
with aphasia and speech-language pathologists are 
published by Brown et al.7,8 Future publications 
from the doctoral research study will address 
synthesis of data across the 3 participant groups.
Participants
A total of 24 family members of individuals 
with aphasia participated in the study. Each family 
member was nominated by 1 of the 25 individuals 
with aphasia who took part in a complementary 
study.8 Individuals with aphasia were asked to 
identify their closest family member. Altogether, 
26 family members were approached to participate 
(with 1 individual with aphasia choosing to 
nominate both her parents and all other persons 
with aphasia nominating 1 family member each). 
Two family members chose not to participate, 
giving a total of 24 family member participants 
related to 23 individuals with aphasia.
Table 1. Participant characteristics
Participant with aphasia Corresponding family member participant







 1 F 54 Mild Husband 56 Yes
 2 M 67 Mild Wife 62 Yes
 3 F 40 Mild Mother 67 No
 4 M 61 Mild Wife 61 Yes
 5 M 72 Mild Wife 61 Yes
 6 M 60 Moderate to severe Wife 58 Yes
 7 F 38 Mild Mother 61 Yes
Father 61 Yes
 8 F 64 Mild Husband 61 Yes
 9 M 72 Mild Wife 68 Yes
10 M 69 Mild Wife 66 Yes
11 M 63 Mild Wife 62 Yes
12 M 58 Mild Wife 60 Yes
13 F 50 Mild Brother 48 No
14 M 75 Moderate to severe Wife 70 Yes
15 F 66 Moderate to severe Husband 67 Yes
16 M 58 Mild Wife 64 Yes
17 M 74 Mild Wife 66 Yes
18 F 86 Mild Husband 87 Yes
19 M 81 Moderate to severe Wife 71 Yes
20 F 64 Moderate to severe Daughter 40 No
21 F 47 Mild Husband 46 Yes
22 F 51 Moderate to severe Husband 60 Yes
23 F 70 Mild Husband 71 Yes
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defi ned as a concise phrase or conceptual title 
that captured the essential quality of what was 
represented in the text. Where possible, the 
participant’s own words were used as theme 
labels, so as to retain the authenticity of the 
data.
• Stage 3: Identification and analysis of 
conceptually related clusters of themes to 
produce superordinate themes, representing 
hierarchical relationships. Direct quotes from 
the text supporting the emerging clusters 
were compiled to provide a trace back to the 
original source data at this stage.
• Stage 4: Production of a summary table, 
consisting of superordinate theme labels, 
together with their subordinate themes, 
quotations, and line numbers of relevant 
extracts from the original transcript to 
illustrate identifi ed themes.
Once the fi rst transcript had been analyzed, the 
summary table produced in Stage 4 was used to 
code subsequent transcripts, adding or elaborating 
themes in the process of analysis. An iterative 
approach was utilized, in which themes emerging 
in later transcripts were checked against earlier 
transcripts to ensure new themes represented 
new meanings or concepts and were not just 
manifestations of previously identifi ed themes. 
This led to the production of a list of master 
themes integrating fi ndings across all cases.
Rigor
To increase the rigor or trustworthiness of the 
data analysis procedures, we used a process of 
“peer debriefi ng,” whereby all authors examined 
and discussed segments of transcripts and 
emergent themes to ensure reasonableness of 
interpretations made. This process was facilitated 
by the maintenance of an “audit trail,” involving 
the explicit documentation of decisions about 
theoretical, methodological, and analytic choices 
throughout the study.29 In this study, the audit trail 
consisted of a record of evidence of the raw data 
(eg, interview transcripts and fi eld notes), data 
reduction and analysis products (eg, themes and 
superordinate themes), and data reconstruction 
and synthesis products (eg, interpretations and 
drafts of results).
information regarding recruitment, sampling, and 
demographics of the individuals with aphasia who 
nominated the participating family members for 
this study, see Brown et al.8
Data collection
Semistructured in-depth interviews were 
conducted with each family member participant. 
All interviews took place in participants’ homes, 
except in one instance in which a participant 
elected to be interviewed at a public library. All 
interviews were conducted by the fi rst author 
(K.B.), a qualifi ed speech-language pathologist. 
Topics discussed in the interviews included the 
following: (1) participants’ general ideas about 
living successfully with aphasia; (2) a rating of 
how well their corresponding family member was 
living successfully with aphasia on a 5-point scale 
and rationale for the rating; (3) examples of times 
when they have felt their family member has been 
living successfully with aphasia; (4) examples or 
descriptions of others who the participant believes 
are living successfully with aphasia; (5) factors that 
the participant believes help individuals/families 
to live successfully with aphasia; and (6) advice 
for other individuals/families with aphasia about 
living successfully with aphasia.
Interviews were semistructured in that the 
order and wording of questions varied across 
interviews and included additional probing 
questions based on participant responses in order 
to clarify and elicit more detailed information 
as necessary.25 Interviews were recorded and 
transcribed verbatim. Technical failure occurred 
during the recording of one interview and thus 
detailed field notes, including some written 
verbatim quotes, were used as a basis for analysis 
in that instance.
Data analysis
Data were analyzed using interpretative 
phenomenological analysis,26–28 which followed a 
4-stage process:
• Stage 1: Familiarization with the text through 
reading and re-reading of a transcript.
• Stage 2: Identification and labeling of 
emerging themes within the text. A theme was 
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the things that you know you’re able to do” 
rather than focusing on activities that had been 
lost. Some shared the view that “things that you 
can’t do are compensated by new things you’ve 
discovered,” and one participant described how 
her family member had, as a result of his aphasia, 
“developed a lot of new interests.”
Alongside involvement in activities, socialization, 
interaction, and meeting people were also 
encapsulated by the theme of getting involved, as 
the following participant statements illustrate:
I think that’s awfully important. To have interaction.
Just get her out…so she can interact with people, innit? That’s 
the main thing.
You will get better as you go, the more you venture out. The 
worst thing to do is to close yourself in.
The theme of getting involved was also 
associated with providing individuals with aphasia 
with a sense of independence (“independence is 
everything”), stimulation (“stimulate his mind –
I think that’s very important”), and normality 
(“getting back to some sense of normality…you 
can continue life in some way that was similar 
to…your life previously”). Getting involved, 
through both activities and interaction with 
others, was thus perceived as central to living 
successfully with aphasia, with involvement 
providing a source of independence, stimulation, 
and normality for those with aphasia and their 
families.
Support for the person with aphasia: 
“Support, support, support”
Support for the person with aphasia was 
another core theme for living successfully with 
aphasia identifi ed by family members. Participants 
provided examples of support from family 
(including themselves), friends, and other people 
with stroke and aphasia, as well as vocational 
support from the workplaces of individuals with 
aphasia and workplace support agencies. Overall, 
the role of family and that of other people with 
stroke and aphasia were mentioned prominently. 
In line with the theme of getting involved, support 
from family that enabled individuals with aphasia 
to do things and achieve independence was 
frequently cited as being important.
Results
Seven themes related to the meaning of living 
successfully with aphasia emerged from the analysis 
of family member transcripts. These themes were 
involvement in life, support for the person with 
aphasia, communication, family members’ own 
needs, putting life in perspective, focusing on 
and celebrating strengths and improvements, 
and experiences with services. These themes are 
described in detail below.
Involvement in life: “Get involved; don’t sit 
in a corner and do nothing”
One of the most prominent themes (mentioned 
by the majority of participants) in relation to 
participants’ concepts of living successfully with 
aphasia was involvement in life. This theme 
encapsulated the importance of individuals with 
aphasia enjoying meaningful activities (including 
leisure activities, work, travel, and driving) and 
socializing or interacting with others in order to 
live successfully with aphasia. Participants stressed 
the need for individuals or families to be proactive 
and to consciously make the choice to be involved:
And get involved. Don’t sit in a corner and do nothing. Get 
involved. Get out there and make life happen. Don’t sit back and 
wait for it to come to you because it won’t.
I mean life just doesn’t stop because you’ve had a stroke. I mean it 
can. Just stick your head in the sand. Well we chose not to do that.
An important component of getting involved 
was being able to enjoy meaningful activities: 
“Just to be able to still do lots of the things that 
we want to do”; “That is crucial for him…it 
was something he really enjoyed.” Participants 
described a variety of activities their family 
member with aphasia engaged in, or which 
they did together, with an emphasis on leisure 
activities, for example, playing cards, going out 
to restaurants, or attending cooking classes. 
Working, driving, and traveling were also cited 
as examples of meaningful activities. For a couple 
of participants, their family member’s inability to 
work or drive was a source of great loss: “That is 
the biggest fi rst frustration I think. When they 
lose their license…that is the most demeaning 
thing to a man.” However, overall, participants 
emphasized “being involved in things and doing 
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and peer support were necessary for living 
successfully with aphasia.
Communication: “Communication is a gift”
Communication was another prominent theme 
emerging from family member participants’ 
descriptions of living successfully with aphasia. For 
many participants, “being able to communicate” 
was perceived to be “the most important thing” 
or “the be all and end all.” One participant shared 
her view that “speech is a gift…communication is 
a gift.” She defi ned living successfully with aphasia 
as being “able to say what you want – everything 
you want, and explain everything you want to 
explain, and communicate as much as you want 
to without limitations. That’s how I fi nd living 
successfully.” Although not all participants described 
living successfully in terms of complete absence of 
communication diffi culties, most articulated a desire 
that their family member could have improved 
communication. Many participants also expressed 
their perception that their family member with 
aphasia themselves wished they “could communicate 
better” or that they weren’t “able to speak as well as 
[they’d] like to” and experienced frustration because 
of their communication diffi culties. Speaking, and in 
particular joining in the conversation, were the most 
frequently mentioned aspects of communication, 
but being able to understand what is being said and 
reading, writing, or spelling skills were also cited 
by participants as being of importance for living 
successfully with aphasia.
Family members’ own needs: “Sometimes it’s 
not all about the person with aphasia”
Another theme emerging from analysis of 
participant transcripts was family members’ 
own needs. This theme encapsulated the impact 
of aphasia on relationships and family life, 
highlighting the importance of recognizing family 
members’ own needs, in addition to those of 
the person with aphasia, for living successfully 
with aphasia. This was particularly evident in 
the comments of those who were spouses of 
individuals with aphasia. Participants’ comments 
revealed the varying degrees to which aphasia had 
affected their relationships. For some, there was 
“Try and empower them as much as you possibly can to do the 
things they normally do. Don’t take those things away from them.
I try to push [him] along…keep him doing things and keep him 
involved as much as I can. You’ve got to.
Other types of support provided by family 
members to the individual with aphasia included 
the following:
• Support for communication (eg, “I think 
you’ve just got to learn strategies to help them 
through it…if he can’t tell me who was on 
the phone I’ll say, was it a man or a woman?”; 
“giving her time to talk and getting it out 
when she stumbles over words”)
• Practical support around the house (eg, 
“assist ing with meals…housework…
washing”)
• Emotional support and companionship (eg, 
“being supportive emotionally”; “She can’t 
really be lonely with the contacts she has with 
her family”)
“Support for each other,” that is, peer support 
from other people with stroke and aphasia, was 
also noted to play an important role in facilitating 
individuals with aphasia to live successfully. 
Participants described the “very strong bond” 
that individuals with aphasia form, built on 
understanding and an attitude of we’ll “accept 
you as you are,” from those who “had gone 
through it before” and have “all got something 
in common.” Support from stroke and aphasia 
groups included sharing of information and 
the opportunity to “to mix with other people,” 
“communicate with each other,” and participate 
in “social things.” Several participants shared 
the view that through involvement in stroke or 
aphasia groups their family member with aphasia 
had been able to “get out of their shell” or “build 
their confi dence.” For some participants, the 
opportunity for their family member with aphasia 
to provide as well as receive support through 
groups was also perceived as being benefi cial. 
As one participant stated, “Most people with 
aphasia like to think that they’re part of a process 
for improvement,” with others commenting on 
how groups had provided their family member 
with opportunities to “pass…experiences on” or 
“help other people.” Overall, there was strong 
agreement between participants that both family 
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whether they’re going to completely understand 
what’s going on…that is a major problem.”
In addition to the needs outlined previously, 
participants also described their fears and 
concerns for their family members with aphasia. 
These comments were particularly noted in the 
transcripts of those participants who did not live 
with the person with aphasia, parents of individuals 
with aphasia, or those whose family member with 
aphasia had additional health concerns such as 
seizures. For some participants, there was an 
evident struggle in balancing their desire for 
their family member to achieve independence or 
autonomy and worries about safety. The following 
account provides evidence to illustrate this point, 
from a participant whose family member with 
aphasia lived alone:
It’s a big concern…is [she] capable of doing it [living on her own]? 
How would she handle an emergency – those sorts of things are 
always a worry….The hardest thing to help her is to know when 
to not do things for her – when to let her do it on her own….I 
think the best advice you could give would be to remember that 
they have a problem with communication not with thinking 
or understanding. Don’t treat them like children. And have 
unending patience and be prepared to do the hardest thing, which 
is to let them do things for themselves as much as possible.
A few other participants also experienced tension 
in determining the appropriate level of support to 
provide to their family member, especially during 
early stages post stroke: “You want to do it for 
them – what they can’t do”; “It was hard for me 
to let you make your own decisions.” Despite 
these diffi culties, there was a strong belief in 
acknowledging their family members’ capabilities, 
with participants describing their role as being “to 
provide support” but “not pander” to their family 
member. Participants commented:
They’re still the same person they were…treat them as normal 
people.
Putting them in cotton wool is another one that makes them 
feel absolutely useless. Totally takes away all their self-esteem.
We don’t molly-coddle.
Because aphasia was perceived to affect 
relationships and the whole family, participants 
also advocated the necessity of working together. It 
was evident that participants believed the strength 
of their relationships and an ability to work 
together to be facilitators for living successfully 
with aphasia. In describing those she perceived 
little perceived impact: “We haven’t allowed it to 
affect our relationship. Under any circumstances. 
We’ve just got on with life.” For others, aphasia 
evidently had a large impact: “Living successfully? 
More…communication…it can be like hours of 
silence…you cannot have…a full conversation…I 
think it’s more of a problem for me than it is for 
him. I think it’s more of a problem for us [our 
relationship].” Overall, participants’ comments 
suggested that living successfully with aphasia 
involved the whole family and thus included the 
needs of all family members.
Participants described living successfully with 
aphasia in terms of their own needs across 5 main 
areas. First, there was a strong emphasis on the 
need for support for family members, as well as 
individuals with aphasia, for living successfully 
with aphasia: “for the carer, being able to do the 
hard yards…sometimes that gets really tough…
it’s having a support network for the carer. So 
that they can go and talk it out…having an ear 
to listen.” Second, participants expressed their 
own need for conversation with the person 
with aphasia, as illustrated by the following 
statement: “I would like to be able to have more 
conversation with him too. It’s more or less just 
answering or asking questions. Not sitting down 
and having a proper conversation.” Third, there 
was an emphasis on their need for participation, 
which was at times affected by aphasia. For 
example, “We could go out and do more things 
if he was able to feel comfortable within himself 
at communicating with other people…it would 
make life that much easier.” Fourth, being able 
to put their own priorities fi rst and having time 
to themselves. One participant commented, “I 
think I fell into the trap myself to start with – is 
that you feel you’ve got to do it all for them…
you tend to sort of give up your whole life…and 
you’ve got to start pulling [your own life] back.” 
Another said, “it’s alright for him to go and join 
his groups, but for me to join things is a different 
matter…usually they clash somewhere along 
the line with his activities…I’m not given fi rst 
priority.” Finally, participants expressed a desire 
for their family member with aphasia to share 
the burden of family roles, responsibilities, and 
decision making: “If you’ve got a problem you’ve 
got to discuss – there is a problem there as to 
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certainly worthwhile at the other end.” Another 
participant described it as “a roller-coaster ride…
knowing that at the end of the ride you’ve come 
through it successfully…we’ve been through the 
rough bits and we’re coming out the other end 
now.” For many, the process was about “getting 
to the stage where you can be happy…your life’s 
not perfect, but be happy.” Nearly all participants 
proffered the advice to “just keep going ahead, 
don’t give up hope.”
Focusing on and celebrating strengths and 
improvements: “We tend to focus on his strengths”
Focusing on and celebrating strengths and 
improvements was another theme emerging from 
the data. When refl ecting on the idea of living 
successfully with aphasia, many participants 
highlighted a need to focus on the improvements 
their family member with aphasia had made, 
and how far he or she had come, since the onset 
of aphasia. One participant commented, “Well 
originally he wasn’t supposed to be able to walk. 
To talk…he’s pretty good at that now compared 
to what he was.” Another described “seeing the 
progression,” whereas a third added, “It’s a very 
slow improvement, but it does improve…every 
day you’re better than you were the day before.” 
Participants expressed an emphasis on their family 
member’s strengths for living successfully with 
aphasia: “[He] has limitations and we tend not to 
focus on the limitations, we tend to focus on his 
strengths.”
Within this theme, participants described 
personal strengths of both themselves and their 
family member. These included determination 
and resilience, a sense of faith or spirituality, and 
a sense of humor. Particular emphasis was placed 
on a sense of humor: “To get through aphasia 
positively you need a very good sense of humor 
because you’ve got to laugh at the silly things that 
happen, and try not to focus too much on [puts 
on a deep voice] the bad side of things [laughs].”
Celebrating or acknowledging their family 
member’s improvements or achievements over 
time was another important element emerging 
from the data as part of this theme. This was 
clearly illustrated by the following participant, who 
described complimenting her partner when he 
to be living successfully with aphasia, one 
participant stated: “They’ve worked as a united 
front. The aphasic person and the partner, to move 
forward.” Another participant commented on the 
importance of his relationship with his wife for 
living successfully, saying, “Love each other. Vitally 
important…You’ve got to have love and respect.”
Putting life in perspective: “Realize what we 
want to do with our lives”
The theme of putting life in perspective 
encompasses comments from family member 
participants that emphasized reassessment of 
life priorities and acceptance as part of living 
successfully with aphasia. Participants expressed 
how these processes took time, describing living 
successfully with aphasia as a journey and stressing 
the need to keep going and not to give up.
Many statements from participants refl ected the 
notion of reassessment of life priorities following 
the onset of aphasia. The following participant 
statement illustrates this idea: “It’s given us…
time to sit back, take a look, and realize what we 
want to do with our lives.” Participants likewise 
emphasized the need to recognize that “there’s 
always someone worse off” and that stroke and 
aphasia may not be the only issue a family may be 
dealing with. For example, as a participant stated, 
“Our son’s just recently been through cancer…
stroke just seems so insignifi cant in comparison to 
other things.” For some, this reassessment of life 
priorities had led to positive life changes, such as 
changing “the structure of my job to accommodate 
being able to have a little bit more time together.”
Associated with reassessment of life priorities, 
participants described how acceptance (by both the 
individual with aphasia and family members) was 
a necessity for living successfully with aphasia: “I 
think acceptance…goes a long way to making you 
live successfully”; “You accept it…doesn’t mean 
that you just want to leave it as it is. You always 
want to try and master it and get on top of it better 
than you are, but at the same time you realize that 
you just have to be content.” Living successfully 
with aphasia was portrayed by a few participants 
as a journey, with the processes of reassessment 
and acceptance taking place over time. One 
participant said, “It’s long. It’s frustrating. But it’s 
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family members with aphasia had improved their 
communication/speaking skills: “He defi nitely 
improves when he’s having a little bit of tuition. 
And I’d love to see that continue.” Therapy was 
also perceived to provide encouragement (“I 
think just going to the speech therapist gives 
you encouragement…it’s defi nitely positive”), 
challenges (“It has actually made him come out 
of his comfort zone…it gives him challenges”), 
and improvements in confi dence (“He wouldn’t 
be half as good as he is now communicating 
and [having] confi dence in himself [without 
therapy]”). The facilitative role of group therapy 
in providing the opportunities for participants 
and their family members to meet others with 
aphasia was also highlighted. Finally, participants 
described their perception that speech-language 
pathologists are people who “actually care about 
what you’re going through” and “will listen to you 
and talk to you.”
Negative comments about rehabilitation 
services highlighted areas of service provision 
that participants believed could be improved 
to better facilitate families living successfully 
with aphasia. Negative comments referring to 
rehabilitation services included comments about 
the lack of information provision (“I realized that 
we didn’t know where there was any help”; “I had 
to go out and fi nd it for myself…thank God for 
the Internet”) and the discouraging manner in 
which information was provided (“One of them 
said…you’re wasting your money…she’s never 
going to improve”). Specifi cally regarding speech-
language pathology services, some participants 
highlighted dissatisfaction with the amount of 
therapy provided (“It’s not enough”) and the 
belief that therapy was not responding to the 
needs of their family member with aphasia (“After 
my encounter with the drill [therapy drills] I 
was not impressed…a lot of it was just totally 
inappropriate…soul destroying”).
Discussion
The aim of this study was to explore, from the 
perspectives of family members of individuals 
with aphasia, the meaning of living successfully 
with aphasia. Analysis of the rich, qualitative data 
from participant transcripts provided support for 
achieved something: “I think acknowledging that…
congratulating him on that milestone. Reinforcing 
their achievements.” For some participants early 
milestones were highlighted as being very important 
to provide hope: “Probably the biggest milestones 
would have been early on…as soon as there was even 
the smallest amount of improvement that meant that 
there was the chance –the ability that there would 
be another step and another step and another step 
of improvement.” Others likewise described the 
signifi cance of “the fi rst time he tried to speak” or “the 
fi rst word he uttered.”
As these statements suggest, for many participants 
there was a focus on celebrating strengths and 
improvements. Participants described how early 
milestones, no matter how small, allowed their 
family member with aphasia to build a foundation 
for further improvements, with each success 
building on earlier successes. This was particularly 
important in building the self-confidence of 
participants’ family members with aphasia:
He learnt that, yeah I can try it…that really encouraged him, 
yes you can do it.
She…became more and more confi dent in certain areas…the 
confi dence started to build on itself.
The only way you get a positive approach is to…make the 
person self-confi dent…I think it was…gradual…the little steps 
along the way. Even though…they were little steps, they were 
big steps for the aphasic person, and…just the positive feedback.
Experiences with services: “Going to the speech 
therapist”
Many participants commented on the role of 
rehabilitation services and, more frequently, speech-
language pathology services in particular, when 
discussing their ideas about living successfully 
with aphasia. Both positive and negative factors 
associated with the services they had received were 
highlighted in approximately equal amounts.
In terms of positive comments made, some 
participants believed that speech-language 
pathologists had made a large contribution 
toward facilitating successful living with aphasia 
for both the person with aphasia and the family 
member. One participant stated she would 
advise others with aphasia to “get themselves 
to a speech pathologist on a regular basis.” 
Participants described how, through therapy, their 
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caregivers.2,18,20-22 Among caregivers of stroke 
survivors, the estimated prevalence of emotional 
distress, including burden, depression, and 
anxiety, is as high as 55%.30 Research also suggests 
that spouses of individuals with aphasia are at 
greater risk of depression and reduced quality of 
life than spouses who care for partners who do 
not have communication diffi culties following 
stroke.1,31 In order for families to live successfully 
with aphasia, there is, therefore, a need for greater 
attention to be given to family members’ needs 
within the rehabilitation process.
The theme of getting involved emphasized 
family members’ perceptions of the importance of 
individuals with aphasia engaging in meaningful 
activities and interacting with others. This mirrored 
the themes of doing things and participation and 
community engagement identified from the 
analysis of data from individuals with aphasia and 
speech-language pathologists, respectively.7,8 The 
unique perspective of family members provided 
evidence illustrating that the impact of aphasia 
on engagement in activities also extended to 
affect family members. In describing their needs, 
family members reported the impact of aphasia 
on their participation and their need to be able 
to put their own priorities fi rst and have time 
to themselves. Likewise, the impact of changed 
communication on family members was also 
evident, with participants expressing a desire 
for more conversation with their aphasic family 
member. Family members’ needs for living 
successfully with aphasia related to participation 
and a desire for a means of communication with 
the person with aphasia are consistent with 
previous literature exploring the impact of aphasia 
on family members.1,2,4,5,18
“Putting life in perspective” and “focusing on 
and celebrating strengths and improvements” 
were 2 themes that emphasized family members’ 
perceptions that developing and maintaining a 
positive frame of mind is a necessity for living 
successfully with aphasia. Participants also 
expressed dissatisfaction with the discouraging 
manner in which information was provided by 
health care professionals. The need for clinicians to 
provide hope in rehabilitation has been supported 
by Holland.32 Family members of individuals with 
aphasia in the study by Worrall et al20 likewise 
the view that the impact of aphasia is experienced 
by a family rather than by an individual with 
aphasia in isolation. Michallet et al18 alluded to 
the fact that family members may have a dual 
role in the rehabilitation process: as a partner and 
resource to the rehabilitation team in providing 
support to the individual with aphasia, and as a 
potential recipient of care, with their own valid 
needs and requirements for services. This study 
provided further evidence to support this view but 
also suggested that family members play a third 
important role – that of being in a relationship 
with the person with aphasia. Findings suggested 
that a successful life with aphasia is closely 
interrelated with the experience of satisfying 
relationships and interactions. Family member 
participants’ concepts of living successfully with 
aphasia were characterized by themes related to 
their concerns for the person with aphasia’s needs 
(eg, the themes of “getting involved” and “support 
for the person with aphasia”), by themes referring 
to family members’ own needs and priorities (eg, 
the theme of “family members’ own needs”), and 
by themes that illustrated the impact of aphasia 
on family relationships and roles, demonstrating 
the importance of considering aphasia within the 
context of family relationships (also within the 
theme of “family members’ own needs”).
Previous research incorporating the views of 
individuals with aphasia and speech-language 
pathologists highlighted the role of family 
members in facilitating individuals with aphasia 
to live successfully through support, acceptance, 
and understanding.7,8 Family member participants 
in this study also described their perception that 
support for the person with aphasia was a core 
component of living successfully with aphasia. 
Family members described the role of their families 
in providing support to enable individuals with 
aphasia to do things and achieve independence, 
support for communication, practical support, 
and emotional support and companionship.
However, family members also described the 
tensions they experienced in trying to determine 
the right level of support to provide and in 
balancing their desire for the person with aphasia 
to achieve independence with their concerns for 
safety. They reiterated fi ndings from previous 
studies in indicating their need for support as 
546 TOPICS IN STROKE REHABILITATION/SEPT-OCT 2011
collaborative rehabilitation team may increase the 
quality of life of the whole family and reduce the 
incidence of issues related to caregiver burden. 
In terms of family members’ needs, clinicians 
may be guided by the theme of family members’ 
own needs in this study, which concurred with 
previous research highlighting the need for 
support for family members and the necessity of 
family members being provided with information, 
as well as respite or time, for their priorities and 
participation.
Although many positive comments about 
speech-language pathology were made, some gaps 
in rehabilitation services, such as the perceived 
lack of information provision and the discouraging 
manner in which information was provided, 
were also highlighted explicitly by family 
member participants. Intervention programs that 
include family members as valued members of 
the rehabilitation team may lead to improved 
perceptions of information provision. Health care 
professionals may also improve services through a 
commitment to providing families with a sense of 
hope and positivity.
Future research
Future research may include additional 
analysis and discussion of congruencies and 
discrepancies found across the perspectives 
of individuals with aphasia, speech-language 
pathologists, and family members on the topic 
of living successfully with aphasia. A qualitative 
meta-analysis of fi ndings across the 3 groups will 
form the basis of a forthcoming publication. Only 
through partnership between speech-language 
pathologists and individuals with aphasia and 
their families can improvements to services 
be made. Building on this research, further 
investigation of how speech-language pathology 
services are meeting the specifi c needs of family 
members related to living successfully with 
aphasia may also be warranted.
Conclusion
Communication plays an integral role in social 
interactions and has thus been described as the 
“currency of relationships.”45 This study exploring 
emphasized a need for hope and positivity when 
discussing their goals for rehabilitation.
Clinical implications
Findings from this study reiterate the need for 
increased involvement of family members in the 
rehabilitation process. Themes identifi ed by family 
member participants provided additional support 
to previous research indicating that aphasia is a 
family experience and that family members’ needs 
and priorities must be considered alongside those 
of individuals with aphasia. The complexities of 
addressing family members’ roles as both providers 
and potential recipients of care and support must 
be sensitively considered by health professionals. 
Inclusion of family members as partners in the 
rehabilitation process will acknowledge their 
expertise in supporting the recovery of the 
person with aphasia and in providing valuable 
information about the person with aphasia and 
their life situation.20,32 To address family members’ 
needs, the ongoing development of services such 
as group therapy programs specifi cally for family 
members of individuals with aphasia should be 
considered.33
There is also the need to prioritize interventions 
that consider aphasia within the context of 
family relationships, with the aim of enabling 
positive, supportive, and enjoyable family 
communication. Approaches that focus on the 
communication strategies of both members of the 
conversation dyad and include communication 
partner training may facilitate more positive and 
effective communication between individuals 
with aphasia and their family members.34-40 There 
are a number of training program resources 
available to facilitate clinicians in addressing the 
collaborative communication needs of spouse 
or family dyads.39-42 Positive outcomes have 
also been reported for interventions in which 
relationship issues and role changes arising from 
changed communication associated with aphasia 
are addressed in collaboration with psychologists 
or social workers in family or couples therapy,43,44 
and these interventions may warrant further 
exploration.
As Michallet et al18 suggested, an approach in 
which family members are included as part of a 
 Living Successfully with Aphasia: Family Views 547
 13. Sumsion T, Law M. A review of evidence on the 
conceptual elements informing client-centred 
practice. Can J Occup Ther. 2006;73(3):153–162.
 14. Hilari K, Northcott S. Social support in people with 
chronic aphasia. Aphasiology. 2006;20(1):17–36.
 15. Teoh V, Sims J, Milgrom J. Psychosocial predictors 
of quality of life in a sample of community-
dwelling stroke survivors: a longitudinal study. Top 
Stroke Rehabil. 2009;16(2):157–166.
 16. Glass TA, Maddox GL. The quality and quantity 
of social support: stroke recovery as psychosocial 
transition. Soc Sci Med. 1992;34(11):1249–1261.
 17. Avent J, Glista S, Wallace S, Jackson J, Nishioka J, 
Yip W. Family information needs about aphasia. 
Aphasiology. 2005;19(3-5):365–375.
 18. Michallet B, Le Dorze G, Teatreault S. The needs 
of spouses caring for severely aphasic persons. 
Aphasiology. 2001;15(8):731–747.
 19. Holland A. Counseling/coaching in chronic 
aphasia: getting on with life. Top Lang Disord. 
2007;27(4):339–350.
 20. Worrall L, Brown K, Cruice M, et al. The 
evidence for a life-coaching approach to aphasia. 
Aphasiology. 2010;24(4):497–514.
 21. Denman A. Determining the needs of spouses 
caring for aphasic partners. Disabil Rehabil. 
1998;20(11):411–423.
 22. Le Dorze G, Signori F-H. Needs, barriers and 
facilitators experienced by spouses of people with 
aphasia. Disabil Rehabil. 2010;32(13):1073–1087.
 23. Patton M. Qualitative Research & Evaluation 
Methods. 3rd ed. London, UK: Sage; 2002.
 24. Kertesz A. The Western Aphasia Battery. San 
Antonia, TX: Psychological Corporation; 1982.
 25. Minichiello V, Aroni R, Timewell E, Alexander 
L. In-Depth Interviewing. 2nd ed. Melbourne, 
Australia: Longman; 1995.
 26. Smith JA, Jarman M, Osborn M. Doing interpretative 
phenomenological analysis. In: Murray M, 
Chamberlain K, eds. Qualitative Health Psychology. 
London, UK: Sage Publications; 1999:218–240.
 27. Sm i th  JA ,  Osbo rn  M.  I n t e rp re t a t i v e 
phenomenological analysis. In: Smith JA, ed. 
Qualitative Psychology: A Practical Guide to Research 
Methods. London, UK: Sage Publications; 2003:
51–80.
 28. Sm i th  JA ,  Osbo rn  M.  I n t e rp re t a t i v e 
phenomenological analysis. In: Breakwell G, ed. 
Doing Social Psychology Research. Malden, MA: 
Blackwell; 2004:229–254.
 29. Koch T. Establishing rigour in qualitative research: 
the decision trail. J Adv Nurs. 2006;53(1):91-100.
 30. Visser-Meily J, Post M, Riphagen I, Lindeman 
E. Measures used to assess burden among 
caregivers of stroke patients: a review. Clin Rehabil. 
2004;18:602–623.
 31. Rombough R, Howse E, Bartfay W. Caregiver strain 
and caregiver burden of primary caregivers of 
stroke survivors with and without aphasia. Rehabil 
Nurs. 2006;31:199–209.
 32. Holland A. Counseling in Communication Disorders: 
A Wellness Perspective. San Diego, CA: Plural 
Publishing; 2007.
the perspectives of family members on the meaning 
of living successfully with aphasia has provided 
further evidence to support growing literature on 
the impact of aphasia on the whole family. Findings 
suggest family members should be considered as 
important members of the rehabilitation team in 
working toward the goal of living successfully with 
aphasia. Speech-language pathologists and other 
health care professionals are challenged to work 
in partnership with individuals with aphasia and 
their family members to ensure that the needs and 
priorities of all family members are integrated into 
intervention programs.
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